This project tested a two-way model of communication between lay groups and experts about genetic medicine in Perth, Western Australia. Focus group discussion with community group participants was followed by a communication workshop between community group participants and experts. Four groups of concerns or themes emergedfrom discussion: clinical considerations; legislative concerns; research priorities, and ethical and wider considerations. Community group concerns are not always met by the actions of "experts". This is, in part, because of the differing life-worlds of each group. However, the communication workshop showed the potential of two-way communication for both lay and expert members in understanding the others'viewpoint. Further, the approach developed here offers one possible way for community groups to participate in a substantial way in policy formulation processes.
The application of new gene technologies to human medicine takes place in the context of intense public interest, with both positive support for the prospect of more effective treatment of a range of human diseases, and fear and apprehension about a "brave new world" of genetic engineering. As far as most medical research scientists and medical practitioners are concerned, these fears are a result of media sensationalism and a lamentable public ignorance about the basic science involved, and are best met by more effective communication of information about scientific principles and technical procedures. However, as in other areas of gene technology, such as agricultural biotechnology, public ambivalence cannot be explained simply in terms of a lack of scientific understanding. Ordinary people are likely to view scientific developments more contextually, interpreting them within a range of broader concerns they may have about the political and cultural significance of science and medicine more generally.
In the light of this, effective public communication about developments in genetic medicine involves not just a one-way transmission of information from the experts to the public, but rather a two-way communication in which lay people are able to articulate their more general "life-world" concerns to the researchers and medical practitioners.
The creation of more dialogical forms of communication between experts and lay people has been attempted through the use of consensus conferences involving lay panels' 2 as well as focus groups and "peer conversation" groups. 3 These various communication settings have enabled a much more open exploration of often inarticulate beliefs and values.4 Consensus conferences of the form developed in Denmark, the Netherlands and the United Kingdom have given lay people themselves the opportunity to set the agenda by formulating the questions they wish to raise about a specific topic in their own terms.
In this paper we report on a workshop involving expert-lay dialogue about developments in genetic medicine, specifically in relation to gene therapies for cystic fibrosis (CF). This workshop was the fourth and final phase of a three-year project on Public Perceptions of Biotechnology, conducted in Perth, Western Australia. The first two phases of this project involved the use of qualitative one-toone and focus-group interviews with representatives of "interested publics" in relation to the advent of two gene-technology products: the Flavr-Savr tomato, and the use of the growth hormone, pST, for improved pork production. The third phase involved the use of focus-group interviews to investigate the views of a more extensive range of community groups interested in the development of gene therapies for the treatment of cystic fibrosis. Since these interviews provided the immediate background to the genetechnology communication workshop and the basis for the selection of the group of lay participants, before discussing the workshop, we shall briefly outline what they involved.
Background
The aim of the earlier focus-group interviews was to explore in a more dialogical or conversational way the views of a range of "interested publics" on developments in genetic medicine. As a focus for discussion, we chose the development of gene therapies for cystic fibrosis. After contacting over one hundred associations in Perth, Western Australia with interests in community health issues, we eventually conducted focus-group discussions with 16 groups, representing a wide cross-section of disability support groups, community health groups and "belief" groups with concerns about medical ethics. At the beginning of each group discussion, the participants were provided with two sorts of stimulus and resource materials. The first was a "scenario" involving a couple planning to have a baby who were potentially carriers of the CF gene and who thus needed to consider a range of options, including genetic counselling and genetic diagnosis. The second involved a multimedia "information package" contained within a HyperCard stack on a Macintosh PowerBook. The information package was structured around a range of nine topics or question areas frequently raised in relation to genetic medicine. Using text and diagrams arranged under these topics, the package summarised a range of information, arguments and issues relevant to the development of gene therapy for cystic fibrosis. For each group, the information stack functioned as a resource and a stimulus for discussion. With the help of the group facilitator, each group was free to choose which of the nine categories it wished to explore, in what order and at what speed. The package was reviewed for accuracy by the local CF support group, a practising clinical geneticist and a representative of Genethics, a Melbourne-based, non-government organisation, which has been publicly critical of gene technology.
Sixteen focus-group discussions were conducted between 21 September 1996 and 15 March 1997 with a total of 95 individuals participating. The groups ranged in size from three to nine individuals. The discussions were held on the campus of Murdoch University. Each discussion was approximately two hours in duration and was facilitated by two research staff. The sessions were tape-recorded and transcribed.
The workshop: aims, method and process The aim of the gene-technology communication workshop was to continue the conversations begun in the separate focus groups, by enabling representatives from each of the groups to pose some of the questions raised in their group discussion to a panel of experts. Although the model for the workshop was that of the consensus conferences on biotechnology held in Europe and the UK in recent years, it differed in a number of ways. Obviously, it was conducted on a much smaller scale and shorter time-frame. More importantly, whereas, for example, the consensus conference on plant biotechnology held in London in November 1994 deliberately drew on members of the general public with no previous active involvement in the issue, the purpose of our workshop was to involve community groups with an active continuing interest in the issue in conversation with the experts.
The workshop process involved two meetings after the completion of the series of focus groups. The first was a meeting (on 20 September 1997) of representatives from the fourteen groups able to participate in the workshop. Workshop discussion
The responses of the experts and discussions arising out of these questions are briefly summarised:
Clinical considerations The initial set of questions led to a discussion of the principles and procedures of genetic counselling, particularly with respect to privacy issues. There were criticisms of a top-down approach to counselling, with the recommendation that it should be changed to reflect a more consultative approach. There was a degree of uncertainty amongst professional counsellors about the status of privacy with regard to gene technology. The current legal status of responsibilities of disclosure with regard to the insurance industry were clarified. The use of testing for the "elimination" of people was proposed as discriminatory; however, the legal issues about discrimination against living people and the moral issue about the status of the fetus were seen as different. It was also suggested that the practice of preimplantation diagnosis was required by the Hippocratic principle of "doing-less-harm" to which medical doctors are morally bound (ie transferring a defective embryo causes harm).
Legislative concerns Who should, rather than who will regulate gene technology was raised as an issue. Regulations currently in place for gene therapy trials are already stringent. Another issue was: How could legislation keep abreast of research and community values? There is a widespread overestimation of the possibilities for, and positive impacts of, genetic screening, according to some members of the reference panel.
Research priorities
The conviction was expressed that environmental/ nutritional factors cause many of our contemporary genetic disorders. The issue of how the empowerment of community members -through provision of basic information about healthy living and self-diagnosis (such as SOMA produces) -might undercut dependence upon, and thus the economic profitability of, pharmaceutical products, was raised. Biotechnology policy was seen as being "community driven"; one participant described her experience of the influence of doctors in shaping people's opinions. There was insufficient community discussion about what people wanted from gene technology, or, more generally, what the community priorities for health resources were.
Wider considerations Clinicians are motivated by the concern to alleviate the suffering of patients (nothing would necessarily be off limits if it contributed to this aim). The claim was made that the power of gene technology pales into insignificance besides the power of nature; this argument has, of course, been central to many discourses on technological progress. It was suggested that gene technology would just not be able to produce designer babies and the like, and thus community concerns of this kind were simply unfounded. Exaggerated claims are made about gene technology; it was emphasised how fora of this kind reveal that we -experts and lay people alike -are all ordinary people struggling with difficult questions and contingent responsibilities. This question produced wide discussion about the need for legal and professional guidelines for making balanced decisions, but none of the panellists took up the moderator's suggestion to discuss the personal aspect of developing a balanced stance. The final question from the community participants about the undue influence of minority groups, produced discussion about the need for clear legal, regulatory frameworks.
Conclusions
In this brief report, two broad conclusions may be drawn from the workshop.
The first concerns the nature and range of questions raised. The set of questions arose out of a comparatively extended process of reflection by groups of lay people and thus represent wellconsidered concerns on the part of people with an active, continuing interest in the development of genetic medicine. An obvious characteristic of this set of questions is the emphasis on the broader, more contextual, social and ethical ramifications of the new genetics. Clearly, it is these kinds of questions which should be central to the continuing public debate about the new genetics.
The second concerns the potential of this kind of workshop as a tool for broader public debate and public policy development. First, there is a positive benefit in identifying the range of interested publics concerned with an issue and proactively involving them in a process of policy discussion. This more targeted approach may be more useful than trying to educate or inform "the general public". The kind of groups involved in the workshop bring to the discussion valuable background knowledge and experience which helps to contextualise effectively the more technical discussions of medical experts. Also they are potentially "vitally interested allies" for the scientific and medical profession in the creation of group.bmj.com on June 21, 2017 -Published by http://jme.bmj.com/ Downloaded from better forms of communication with the networks of people involved in disability support groups, alternative health activities and religious communities. Second, there is the value of the kind of conversation which this particular process generates. In contrast to more conventional public inquiries in which a discussion paper establishes the terms and topics for discussion, this process gives an opportunity to interested publics to shape the discussion in their own terms. Third, this kind of workshop provides a space for discussion between the medical profession and patients' groups that is more public than the clinical context and thus allows the policy concerns of these groups to be heard.
It is recognised that by itself, this sort of workshop is likely to have little continuing impact. However, we believe that it does have the potential to be used as a more proactive tool in the attempt to establish more effective communication between the scientific community and the medical profession on the one hand and a wider set of interested publics on the other. It could also be used in a process of policy formulation, for example, in the review of the Western Australian Reproductive Technology Act, which has been taking place over the past year or so.
In our view, the capacity of lay people with significant interests in gene technology issues to engage in community consultations is a particularly valuable resource for continuing policy development. We believe that the use of such processes to facilitate lay deliberation should be more actively developed for the purposes of both communicating new developments in genetics and involving lay publics in policy development.
